Objective: Active self-management practices may help head and neck cancer (HNC) survivors to deal with challenges to their physical, functional, social, and psychological well-being presented by HNC and its treatment. This study investigates the factors perceived by HNC survivors to act as barriers to their active self-management following primary treatment.
| BACKGROUND
Self-management can be defined as "the individual's ability to manage the symptoms, treatment, physical and psychosocial consequences and lifestyle changes inherent in living with a chronic condition", p. 178. 1 Its main aim is to help individuals to maintain a sense of wellness, rather than illness, in their central perspective. 2 Daily self-management involves ongoing medical management, maintaining, changing, and creating meaningful behaviours or life roles, or dealing with emotional challenges. 2 Individuals who collaborate with health care professionals, attempt to maintain valued roles, and use adaptive coping strategies may be classified as "active self-managers". 3 For individuals with cancer, self-management is necessary at all stages of the postdiagnosis trajectory. 4 Nonetheless, the posttreatment phase may be particularly important because of reduced involvement with, and access to, hospital-based multidisciplinary care. 4 Active self-management during this period may mean that a person becomes proactive and vigilant in personal care coordination, 5 reestablishes normal routines and social roles, 4 minimises the negative impact of distress, 6 and collaborates with health care professionals on an outpatient basis. 7 Active self-management may also be particularly important following treatment for head and neck cancer (HNC). This is because data immersion and anonymisation, (2) data coding, (3) analysing the codes in isolation to purposefully identify themes, (4) relating thematic material back to coded data extracts to ensure they were coherent, (5) clearly defining and naming themes, and (6) writing up the results.
Barlow et al's 1 definition of self-management (provided above) was used to interpret the data. In the latter analysis stages, thematic material was discarded if it did not fit well together, or where there was a dearth of rich quotations clearly describing participants' perceived barriers to their emotional, medical, and/or role management following primary treatment. The final author validated the analysis by checking the quotes and themes to ensure that they made sense.
Participants were allocated a pseudonym (of the same sex) to protect their identity.
| RESULTS
Full participant characteristics are provided elsewhere. 13 Of the 26 participants, 18 were male, 20 were over 55 years old, 13 had been diagnosed with HNC within the preceding 24 months, and all received more than 1 treatment modality. Participants had cancers of the larynx (n = 9), tonsils (n = 6), tongue (n = 5), oral cavity (n = 5), or pharynx (n = 2) respectively. Four key themes and associated subthemes relating to barriers to active self-management among HNC survivors are presented below. Another participant described how tinnitus, a side effect of cisplatin-based chemotherapy, acted as a barrier to his participation in valued activities like listening to the radio and going to restaurants and public houses.
[Tinnitus] drives me mad at times. Say now, you're going for a drink or you go to a restaurant and there's a lot of noise, it can be [overwhelming].
[…] It does stop me going to a lot of things.
[…] I don't go out at night or anything like that because I can't stand music in a pub.
And even with a radio, at times, I can't stand it.
[Lorcan, 61 years].
Dorota described the difficulties she experienced because of lack of taste in the months following radiotherapy, which was a barrier to following dietary advice and eating normally. Other participants talked about their lack of confidence in communicating effectively with health care professionals, which acted as a barrier to medical and emotional self-management. Finbar described how he felt that he lacked the courage to communicate effectively with his consultant at appointments, making it difficult to find reassurance about his progress. 
| Interpersonal self-evaluative concerns
Several participants perceived that others reacted negatively towards them because they had HNC and felt that this was a barrier to selfmanagement. Catherine, who experienced speech difficulties following primary treatment, described how her perceptions of others'
attempts to "test" her speech following primary treatment prevented her from returning to work and made her feel more self-conscious in social encounters.
It took an awful lot to go back to work. The people at work knew what happened to me and they were looking to see "Is there something wrong with her speech?" I found that hard in the months after treatment. If you were in a restaurant, if you were ordering something, if it was noisy or busy, I did find that very difficult-if somebody said "Sorry?" or they looked at you and said "I just don't get what you're saying". That might have happened anyway before and I wouldn't have noticed it, but it's probably just-I was more conscious of it.
[Catherine, 33 years].
Similarly, Adrian described how he became more uncomfortable with others who he perceived to be looking at him "as if he was dying", leading him to avoid social encounters.
I never really wanted to see anybody … because they would look at you like you were dying, or they didn't know what to say or they didn't feel comfortable just popping in to you. And you didn't feel as comfortable with them as you did beforehand. [Adrian, 56 years].
Participants also described how HNC led to difficulties maintaining the relationships needed to sustain their work. Timothy (an architect) described how he had found it very difficult to obtain new clients and retain existing ones because of people's reactions towards his cancer diagnosis and treatment.
I have found that it's more difficult to get clients now.
And a few people have come to me and said, "We Head and neck cancer survivors also identified how negative selfevaluations could act as a barrier to their posttreatment self-management. While experiencing a "diminished self" has been described elsewhere in relation to this patient group, 22 this is the first study to demonstrate its deleterious effects on self-management (ie, by reducing self-confidence). Participants' perceptions of the negative views of others also highlight how perceived stigma may affect their ability to self-manage (eg, preventing them from working and socializing). This is consistent with research showing that stigma is higher among people who are disfigured by cancer and/or its treatment 23 and that confronting others' negative reactions can take a substantial emotional toll among HNC survivors. 24 Additionally, while emotional consequences are recognised as a notable concern for HNC survivors associated with lower QoL, 12 this is the first study to identify how negative emotional consequences act as barriers to active self-management.
Our findings also highlight how perceived issues with access to appropriate health services can affect HNC survivors' ability to activate health resources effectively (a key self-management process 25 ).
Self-management literature recognises that effective self-management requires specialised support from appropriately trained health care
professionals. 26 While this may not always be possible, or appropriate, for those involved in the care of HNC survivors, more innovative or effective models of delivering follow-up care and longer term support may be necessary. Furthermore, HNC survivors may need signposting to available services and support and encouragement to access these services where they already exist.
Symptom-related and structural barriers to active self-management described by participants also mirror barriers to self-management identified in other long-term conditions. Pain, fatigue, financial resources, and cognitive symptoms arising from treatment have emerged as key self-management barriers across a range of long-term conditions. 3, [27] [28] [29] [30] [31] [32] Poor communication between individuals with long-term conditions and health care professionals can impede understanding and effective collaboration in relation to medical management. 3, 28, 33, 34 In the current study, poor communication resulted from HNC survivors' worries about future consequences and lack of efficacy in communicating with health professionals.
| Clinical implications
The barriers to self-management identified above have important implications for the design and implementation of supported self-management interventions for HNC survivors. Drawing upon a comprehensive framework by Schulman-Green et al, 25 it is possible to identify specific self-management skills related to the perceived barriers described herein, which may be useful to target in such interventions. For example, emotional barriers like low mood, FoR, and worries surrounding treatment consequences could be addressed by intervention components that relate to exploring and expressing emotional responses. 25 Head and neck cancer survivors may also benefit from support in learning to manage how they respond to others' reactions to their physical appearance and/or symptoms arising from their condition. Because redefining the self and reframing expectations of life and self 25 can assist HNC survivors in tackling negative self-perceptions arising from stigmatisation, 32 these might also represent important intervention components to tackle perceived stigma among this group following treatment. Our findings also highlight the need to target negative self-perceptions like low self-confidence; interventions which focus on confronting change and loss and accepting the "new normal" 25 could be particularly helpful in this regard. Adjustmentfocused interventions, which facilitate the overall transition to survivorship rather than concentrating on specific functional issues, can effectively foster self-efficacy 35 or target key self-management processes such as learning illness needs, taking ownership of health needs, and promoting good health within oneself
